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Veysey Building
Salmon Pool Lane EX2 4SG UK val.shilling@pcmd.ac.uk Abstract: OBJECTIVE To review the qualitative and quantitative evidence of the benefits of peer support for parents of children with disabling conditions in the context of health, wellbeing, impact on family, economic and service implications. METHODS A comprehensive search of multiple databases was conducted. Eligible studies evaluated parent-toparent support and reported on psychological health and experience of giving or receiving support.
No limits on child's condition, study design, language, date or setting. We sought to aggregate quantitative data; findings of qualitative studies were combined using thematic analysis. Qualitative and quantitative data were brought together in a narrative synthesis. RESULTS Seventeen papers were included; nine qualitative studies, seven quantitative studies and one mixed methods. Four themes were identified from qualitative studies: (i) shared social identity, (ii) learning from the experiences of others, (iii) personal growth, and (iv) supporting others. Some quantitative studies reported a positive effect of peer support on psychological health and other outcomes, however this was not consistently confirmed. It was not possible to aggregate data across studies.
No costing data were identified. CONCLUSION Qualitative studies strongly suggest that parents perceive benefit from peer support programmes, an effect seen across different types of support and conditions. However, quantitative studies provide inconsistent evidence of positive effects. Further research should explore whether this dissonance is substantive or an artefact of how outcomes have been measured.
What this paper adds  Qualitative research consistently suggests that parent-to-parent support is beneficial across different types of support and conditions.  Benefits from peer support for parents are less substantiated in quantitative research studies.
 It is unclear if the conflicting findings are because perceived benefits are not measureable or due to methodological issues such as insensitivity of the outcome measures used.
Parents of disabled children are at risk of chronic physical and psychological health problems, which appear to be both pervasive and likely to worsen over time. 1 2 Paediatricians in North America are encouraged to signpost parents towards family support programmes, 3 and parents and carers in the UK are also encouraged to seek contact with relevant support groups. 4 5 The Department of Health in the UK is promoting an increased role for the voluntary, community and social enterprise sector in delivering health and social care. 6 Integral to their vision is the need to examine, develop and strengthen the evidence base for social interventions such as parent support. The potential benefits of peer support have been evaluated in a broad range of groups, for example people with specific health conditions, such as cancer, 7 mental health service users, 8 people caring for others 9 and for health promotions, such as breastfeeding. 10 However we were unable to locate a systematic review evaluating the evidence of the effectiveness of peer support for parents of children with chronic disabling conditions. We perceived that it was reasonable to assume that any potential benefits of parent peer support were likely to be generic across children's long-term health conditions, rather than specific to any grouping of conditions.
The review sought to address the research questions (i) is peer support for parents of children with disabling conditions perceived as beneficial to their health, wellbeing and family functioning? (ii) are these effects measurable and long-lasting? (iii) what are the economic implications of this support, and how does it impact on service use and relationships with health care professionals?
This systematic review is part of a pilot programme evaluation of a one-to-one peer support service offered to parents by Face2Face, 11 a UK organisation that provides peer support for parents of children with disabling conditions.
Methods

SERVICE USER/PUBLIC INVOLVEMENT AND IMPACT
Involving patients, patients' representatives, other stakeholders and members of the public in research is believed to improve the utility of applied health service research; 12 'involvement' is strongly encouraged in the UK at present and mandatory for publicly funded research. Therefore it is important to record that the study questions addressed in the present study were developed in collaboration with a study-specific advisory group made up of three parents of disabled children from the PenCRU Family Faculty, four befrienders and the local coordinator from the Face2Face service who are also all parents of disabled children, representatives from relevant charities (Scope, Cerebra, Contact a Family, A Brighter Tomorrow), a local GP, two representatives from Devon County Council and one representative from the Council for Disabled Children. The group did not receive formal training for their involvement but were supported by members of the research team.
Those who were not attending in a professional capacity received ￡25 per half day in acknowledgement of their time and contribution. Members of our advisory group were involved at key stages identified in a recent survey of involvement in systematic reviews: (i) in the suggestion of the topic and development of the research question; (ii) in the development of the protocol and specifically in determining the appropriate inclusion and exclusion criteria and identifying relevant outcomes; and (iii) in the conduct of the review by peer reviewing the completed draft of the paper.
Members of the advisory group also co-authored a plain English version of the paper (supplementary material) for broader distribution of the findings to non-academic audiences, to be published on our research unit website and further disseminated via social networking and other opportunities. 
STUDY SELECTION CRITERIA:
Consistent with the research question, studies were assessed for inclusion against the following criteria. The population was parents and caregivers of children with chronic disabling conditions including disabled, chronically or seriously ill children and young people. Studies pertaining to bereaved parents, parents of babies in neonatal intensive care or parents of children receiving treatment for cancer were excluded. Eligible interventions were informal or formal support offered to parents by parents in the form of one-to-one or group meetings. Internet or telephone support was excluded, as were professionally led or parenting skills training interventions. We did not exclude on the basis of comparator -hence studies comparing peer support with no peer support, those comparing between different types of support and those with no comparator group at all were eligible for inclusion.
The outcomes of interest were defined by member of our study stakeholder group. We included a broad range of outcomes; studies were eligible for inclusion if they reported on one or more of the following: psychological health of parents; experience of the person offering or receiving peer support; economic implications of peer support programmes; family functioning; accessing services and information; relationships with health professionals and long term impact of peer support.
Because of the small and disparate literature on parent peer support, we did not limit study inclusion by language, date, child's condition, setting or study design; although editorials, opinions, letters and reports published only as abstracts from conference proceedings were excluded.
Titles and abstracts retrieved by the electronic searches were screened by two reviewers (VS reviewed all articles retrieved, CM/JTC reviewed half each) using the inclusion/exclusion criteria.
Disagreements were resolved by discussion with a third reviewer where necessary (CM or JTC). Full text copies of potentially relevant studies were obtained and assessed for inclusion using the criteria.
QUALITY APPRAISAL OF INCLUDED STUDIES
Qualitative papers were assessed using five appraisal prompts for informing judgements about the quality of the papers. 14 Two reviewers (VS/CM) assessed each study independently, disagreements were resolved by discussion. Quantitative studies were assessed by one reviewer using a set of criteria developed using the principles published by the NHS Centre for Reviews and Dissemination and the Cochrane Collaboration. Scores were checked by a second reviewer.
DATA EXTRACTION AND SYNTHESIS
Quantitative data were extracted by one reviewer (VS) using a piloted, standardised form and checked by a second reviewer (CM). Where several studies used the same outcome measures, we contacted the authors for raw data from these studies in order to consider meta-analyses.
For qualitative studies, we extracted details of the methods of each study along with quotes, themes and concepts pertinent to our research questions. Data were extracted by two reviewers (VS/CM) independently and discrepancies resolved though discussion. The findings of each qualitative paper were coded and then grouped together into broad themes through discussion. The qualitative and quantitative data were then brought together in a narrative synthesis using tabulation and thematic analysis. 15 We then sought to identify commonalities and differences between the qualitative findings and links between the quantitative and qualitative literatures.
Results
STUDY CHARACTERISTICS AND QUALITY APPRAISAL
Seventeen papers were included in the review (Figure 1 ), including seven randomised controlled trials, nine qualitative studies and one mixed methods evaluation ( Table 2) . Several studies evaluated peer support for parents of children with mixed conditions, others targeted parents of children with specific conditions including dyslexia, limb deficiency, diabetes. Details of the specific intervention under evaluation was lacking in some studies. Several studies were found to be lacking in one or more areas of the quality of methodological design or completeness of reporting (Tables 3a   and 3b) . No studies were excluded on the basis of quality. We were, however, mindful of the limitations of individual studies, and the impact of these potential flaws, as the synthesis progressed.
Qualitative synthesis
Ten papers contributed data to the qualitative synthesis. Four themes were identified: (i) shared social identity, (ii) learning from the experience of others, (iii) personal growth, and (iv) supporting others. Four papers also identified when and why peer support does not work. (Table 4) SOCIAL IDENTITY The most common theme across studies related to benefits of finding a shared social identity with other parents; [16] [17] [18] [19] [20] [21] [22] [23] [24] people not in a similar situation were considered not able to truly understand. 18 22 24 The shared social identity fostered a sense of belonging, support and empowerment, 19 enabled parents to feel better able to cope, 22 and reduced senses of isolation, 18 20 23 loneliness and guilt. 23 It also provided a safe environment for support. 20 21 The desire to seek out others with similar experience could be triggered at key times; for example during the process of obtaining a statement of educational needs, 17 or preparing for transition from paediatric to adult services. 19 In some studies, the shared social identity led parents to meet outside the support programme, expanding their social and support network. 21 23 For others, the sense of community and belonging gave parents the security to know that support was at hand if and when they needed it. 16 20 24 Conversely, this could result in a sense of loss if the security was removed, for example if a programme ceased to operate. 20 The need for a close match in parents' experiences was variably reported. An evaluation of one-toone support suggested that the most successful matches occurred when parents perceived similarity not only in their children's situations, but also in parents' personalities and social backgrounds. 16 When parents perceived differences in the challenges faced by their children or in their own personalities and values, peer support was less successful. 16 22 Not all studies, however, reported that close matching by diagnosis was necessary. Many issues are common to all families of disabled children and for some parents in group settings this was enough to form the identity. 19 20 
LEARNING FROM THE EXPERIENCE OF OTHERS
The exchange of useful, practical information is an important element of support 17 19 24 25 and many parents also described learning from the expertise and experience of other parents, 16 19 through partnership and solving problems together. 20 Learning through social comparison and shared situations can be empowering 19 and reassuring for less experienced parents and give them greater confidence in themselves 21 and the future for their child. 16 18 19 21 Mentors drew on their own experiences to help other parents gain confidence, or when offering reassurance and a positive outlook. 25 
PERSONAL GROWTH
Several studies described how parents gained strength 20 23 and were empowered 16 20 through peer support which enabled them to develop new skills, 20 feel motivated, 19 and affirm their expertise as parents. 19 Other psychological benefits described included feeling more confident and in control, 23 24 less isolated, 16 depressed and guilty. 23 In one study parents linked the changes in their own psychological health to becoming more accepting of themselves, which in turn had a positive impact on their relationship with their child. 23 
SUPPORTING OTHERS
The benefits of peer support are not restricted to those receiving support. Parents in a number of studies report a sense of reciprocity and mutuality of support, that giving support was as important as receiving it. 16 For some, being able to offer support to others was seen as part of an adaptive process as they realised they needed less support themselves. 18 Being able to support and share their experience validated their expertise as parents 16 21 and increased their self worth. 21 There was a strong motivation to offer the same support to other parents that they had benefitted from themselves. 20 22 23 For some parents, mentoring others could bring back difficult memories such as their experiences at diagnosis, but this was typically described in a positive light, enabling them to see how far they had come in their own journey. 25 
WHEN PEER SUPPORT DOES NOT WORK
Not all parents found peer support helpful, although none of the studies reported a harmful effect.
Often a perceived lack of benefit was ascribed to inadequate shared social identity. 16 Some parents found it difficult to divulge personal information to someone they perceived as a stranger, 22 while others were disinclined to make contact because they were frightened of the comparison between their own and another child, which might be upsetting or painful to them or the other parent. 22 A match between perceived need and what was received through peer support was important. For instance, in groups, parents with high levels of stress were less satisfied with the emotional support they received; the authors suggesting that these parents may benefit from individualised support. 17 Parents who felt pressured by a professional to attend the group were less satisfied and did not intend to maintain regular attendance, 17 underlining the differing needs and motivation of parents.
Straightforward practicalities can also restrict success. Time is a particular concern for some parents who, with limited resources, prioritised the care of their child over time for themselves. 19 22 
Quantitative synthesis
Eight studies contributed quantitative data which are tabulated by outcome assessed (Table 5 ). No quantitative studies investigated the costs of peer support, the experience of the person offering support, the impact of peer support on parents' relationships with health care professionals or the long term impact of peer support. Unless otherwise stated the means given in the table are unadjusted. We have indicated in the final column whether analyses used adjusted or unadjusted scores. Studies did not report mean differences or 95% CIs, although we were able to calculate them for two papers. 26 27 Although we secured some raw data for two studies it was not feasible or plausible to aggregate these data using meta-analysis. Many studies did not report p-values for all comparisons. P-values and mean difference in change scores have been provided in the text for all comparisons where p-values were reported and were ≤1.
PSYCHOLOGICAL HEALTH
All studies reported outcomes of parent psychological health using a broad range of measures; see Table 5 for details of specific scales. Positive effects of peer support were reported in some studies for anxiety 28 29 (mean difference in change score = -4.4, p=.03; mean difference in change score = -5.6, p=.05), concern 30 (mean difference in change score = -17, p=.02) confidence 26 (mean difference in change score = 8.1, p=.02) and coping 31 (mean difference in change score =0.26, p<.012 adjusting for multiple comparisons). Overall, however, there was no consistent evidence of effect on measures of anxiety, 32 anger, 29 32 cognitive disturbance, 29 32 concern, 26 27 confidence, 27 30 coping, 22 depression, 28 29 32 empowerment, 31 illness intrusion, 22 overall mental health 32 (mean difference in change scores = -4.7, p=.08) 29 and worry. 26 27 One study reported a small effect on worry favouring the control group 26 (mean difference in change score = 9.9), p = 0.1, however the total sample was very small (N= 28).
Three studies suggest that peer support may impact differentially on certain subgroups of parents.
Peer support appeared to be more beneficial to parents with higher numbers of stressful life events (p<.05), 32 higher baseline anxiety (p<.001), 28 poorer baseline maternal health (p<.001), 28 or with lower baseline coping skills. 31 However these subgroup findings should be interpreted cautiously.
FAMILY FUNCTION
Five studies reported on aspects of family function. One reported evidence of improvement with peer support on the validated 'Sources of Strength and Family Closeness' subscale -a measure of acceptance and family adjustment to disability (adjusted mean difference = 0.8, p=.003). 31 Findings, however, showed little or no change with peer support on 'Impact on Family' scales: p>0.1 in three studies 26 27 29 and p=0.05 in a fourth study (mean difference in change scores = -23) 30 . No effect was found on father's involvement in the daily care of the child, although total sample size in this study was small( N=28). 26 
THE EXPERIENCE OF PARENTS RECEIVING SUPPORT
Five papers reported the experience of parents receiving support. One reported that, in response to author developed questions, 89% of parents receiving peer support had found the support helpful.
Parents that received peer support made more progress towards resolving the main problem that led them to join the study than the control group (adjusted mean difference = 0.49, p=.003, N=132). 31 Four studies reported on perceived social support outside of the intervention. 22 26 27 29 Only one reported evidence at the 5% level of a difference between groups and this measure was of absolute number of sources of support, rather than experience of the support received (N=42). 29 
ACCESSING SERVICES AND INFORMATION
Only one study measured impact on accessing services and information. Weak evidence of an increase in the use of community resources by parents receiving peer support compared to the control group was observed (p=.06, mean difference in change score = 3) though the sample size was small (N=41). 30 No marked differences were seen in the number of emergency room or acute care visits or number of calls made to the specialist team (no data reported). 30
Discussion
The qualitative synthesis highlights important characteristics of peer support that appear to be generic across different types of support and medical conditions. These include the benefits of finding a shared social identity; the opportunity to learn practical information and also be inspired by others; going through a process of personal growth; and finally finding the ability to support others.
The chronology to these stages of support is an overriding theme, thus an important feature of peer support would seem to be its potential for self-sustainability.
The qualitative findings are consistent with the growing awareness of the positive and 'protective' psychological and physical health effects of sharing a social identity with others; 33 and also the benefits derived by a person being able to offer support, known as the helper-therapy principle. 34 35 However, quantitative studies did not substantiate these perceived benefits. Although the general trend on measures of psychological health favoured peer support, few studies reported strong evidence and, in the only study to measure it, no difference in the use of community or health care resources was observed.
The review was conducted using guidelines for narrative synthesis. 15 The robustness of the synthesis may have been influenced by the study selection. The strict inclusion criteria led to us excluding a number of papers which, arguably, may provide insight into the organisational factors 36 and parent preferences 37 38 that contribute to delivering a successful peer support service. These papers do not, however, report on outcomes of peer support consistent with the research question. Similarly, we chose not to include studies of peer support where the support was professionally led 39 40 such as a support group led by a psychologist, which we consider to be fundamentally different to parent-led support which was the focus of the review. A further limitation relates to grey literature. We searched for grey literature using relevant websites we are familiar with in the UK, Canada and Europe. This returned no additional new papers, but we cannot be certain that a worldwide search of grey literature would have a similar outcome.
The methodological quality of the quantitative studies was largely acceptable, although limited by the small sample sizes. Also, the authors do not reflect on how much change in scores on the quantitative outcome measures they would have considered important, i.e. effect size, minimal detectable change, minimal important difference. These methodological issues may have influenced the individual study findings, notably the risk of a Type II error, whereby the quantitative studies failed to identify a positive impact of peer support on psychological health when in fact peer support is beneficial. In related studies, perceived social support has been shown to be strongly associated with the psychological health of parents of disabled children, 41 42 and differences in the psychological health of parents receiving peer support in neonatal intensive care units have been reported. 43 44 In many cases, the poor reporting of data limited what could be meaningfully included in the review tables; none of the studies reported both mean differences and 95% confidence intervals.
We had hoped to conduct meta-analyses to further strengthen the robustness of the review. Due to the age of some studies, however, authors were unable to provide raw data. Two groups of papers would have been appropriate to aggregate data. In neither group were we able to gain sufficient data to conduct meta-analyses. Sullivan-Bolyai and colleagues provided raw data from two papers, 26 27 but gathered data were from two populations (mothers and fathers) participating in the same study. We did not feel there was justification in aggregating this data although we were able to replicate the main findings reported in the papers.
We did not consider any of the qualitative studies to be "fatally flawed", 14 but the variable quality of reporting and depth of analysis led us to consider some studies to be of poorer quality than others.
We found a high level of agreement between studies in the thematic analysis and we do not consider that studies with poorer reporting quality affected the overall shape of the synthesis. We did not differentiate between one-to-one and group support in the thematic analysis because we found the emerging themes to be consistent across both forms of support.
Overall it was not possible to fully answer the review questions. None of the studies included an evaluation of cost-effectiveness or any details regarding financial costs. Very few studies interviewed parents who had had a negative experience of support hence this perspective is underreported. This is an artefact of the type of study whereby those actively engaged in a support service are likely to have a positive view of it; this, however, places limitations on the implications that can be drawn from the review.
Several further design considerations influenced the interpretation of study findings. Peer support interventions included in the review varied in the quantity and content of parent interactions, the duration of the intervention, and whether or not the supporting parents were trained. Typically the interventions delivered as part of a trial were more tightly defined than in observational studies. It is unclear to what extent any manipulations for the purpose of research may change the nature of a complex intervention such as peer support. 45 We cannot comment on the impact of these factors on individual study findings. The variability across studies does, however, limit the inferences we can make.
We purposefully included studies involving parents with children who had a broad range of chronic health problems not just neurodevelopmental conditions, consistent with a non-categorical approach to the parents' situations. Some may consider that parents of children with different medical conditions, or varying severity, might have differing reactions and needs for support. This may well be the case. Nevertheless, members of our advisory group felt that this was not their experience, and Face2Face does counsel parents of children with any condition.
Linked but quite distinct to the length of intervention is exposure to intervention. It is likely that parents interact with support to a degree that they perceive they need it. Hence some families may feel that they do not need or want support. 22 Mothers who chose not to be randomised reported fewer psychological symptoms and perceived more social support than those who were randomised 29 which the authors speculate was because they perceived little need for additional support. Two studies investigated the potential of a dose-response relationship and found no evidence of such an effect. 28 32 Parents' engagement in 'real world' support is determined by their own needs and capacity rather than receiving a 'prescribed dose'. Studies also varied as to whether parents were matched based on the child's diagnosis. Matching by diagnosis was reported as important in some studies 16 22 but not all. 19 20 Whether the support being offered is one-to-one or group may impact the importance of matching by diagnosis and is an area for further investigation as matching was not explored explicitly in all studies.
Systematic and explicit investigation of participants' use of other forms of peer support is required.
One study that reported significant positive effects of a one-to-one intervention acknowledged that all mothers in the intervention group were also involved in a parent support group outside of the intervention, when only a few mothers in the control group were similarly involved. 30 This was not controlled for in the analysis and it is therefore not possible to identify the specific effect of the intervention. By contrast, another study specifically excluded parents as participants if they were already participating in a Parent-to-Parent support programme or were attending a support group. 31 This raises both methodological and ethical considerations around how to control for different forms of support that parents may access while participating in a pragmatic trial.
A number of methodological challenges for investigating peer support have been identified which should be addressed in future research. First, what measures of health outcomes are theoretically appropriate, and plausibly consistent with what should be expected as proximal to the effects of peer support as an intervention? Second, is there evidence to support the responsiveness of the selected outcome measure scale to be able to detect important health change in this context? Third, what timeframes are appropriate, both in terms of the duration of peer support as an intervention and time elapsed before follow-up assessment of outcome? Finally, what is appropriate to use as a control comparator in this context, i.e. is it appropriate to ask parents to wait for support, and how and if it is ethical or necessary in a pragmatic trial to prevent parents from seeking other types of support in addition to the study's own intervention?
This review has identified the need for more robust evaluation of peer support services and identified several methodological challenges. More rigorous evaluation is necessary to help both parents and service commissioners make informed decisions about the potential benefits and costs of peer support services.
